Marquette University

e-Publications@Marquette
Psychology Faculty Research and Publications

Psychology, Department of

12-2010

Families' Perspectives on the Effect of Constipation and Fecal
Incontinence on Quality of Life
Astrida S. Kaugars
Marquette University, astrida.kaugars@marquette.edu

Alan Silverman
Medical College of Wisconsin

Margo Kinservik
Marquette University

Susan Heinze
Marquette University

LIsa Reinemann
Marquette University

See next page for additional authors

Follow this and additional works at: https://epublications.marquette.edu/psych_fac
Part of the Psychology Commons

Recommended Citation
Kaugars, Astrida S.; Silverman, Alan; Kinservik, Margo; Heinze, Susan; Reinemann, LIsa; Sanders, Megan;
Schneider, Brian W.; and Sood, Manu, "Families' Perspectives on the Effect of Constipation and Fecal
Incontinence on Quality of Life" (2010). Psychology Faculty Research and Publications. 53.
https://epublications.marquette.edu/psych_fac/53

Authors
Astrida S. Kaugars, Alan Silverman, Margo Kinservik, Susan Heinze, LIsa Reinemann, Megan Sanders,
Brian W. Schneider, and Manu Sood

This article is available at e-Publications@Marquette: https://epublications.marquette.edu/psych_fac/53

Marquette University

e-Publications@Marquette
Department of Psychology Faculty Research and Publications/College of
Arts and Sciences
This paper is NOT THE PUBLISHED VERSION; but the author’s final, peer-reviewed manuscript. The
published version may be accessed by following the link in the citation below.

Journal of Pediatric Gastroenterology and Nutrition, Vol. 51, No. 6 (December 2010): 747-752. DOI. This
article is © Lippincott Williams & Wilkins, Inc. and permission has been granted for this version to
appear in e-Publications@Marquette. Lippincott Williams & Wilkins, Inc. does not grant permission for
this article to be further copied/distributed or hosted elsewhere without the express permission from
Lippincott Williams & Wilkins, Inc.

Families' Perspectives on the Effect of
Constipation and Fecal Incontinence
on Quality of Life
Astrida Seja Kaugars

Department of Psychology, Marquette University, Milwaukee, WI

Alan Silverman

Division of Gastroenterology, Department of Pediatrics, Medical College of Wisconsin, Milwaukee, WI

Margo Kinservik

Division of Gastroenterology, Department of Pediatrics, Medical College of Wisconsin, Milwaukee, WI

Susan Heinze

Department of Psychology, Marquette University, Milwaukee, WI

Lisa Reinemann

Department of Psychology, Marquette University, Milwaukee, WI

Megan Sander

Division of Gastroenterology, Department of Pediatrics, Medical College of Wisconsin, Milwaukee, WI

Brian Schneider

Department of Psychology, Marquette University, Milwaukee, WI

Manu Sood

Division of Gastroenterology, Department of Pediatrics, Medical College of Wisconsin, Milwaukee, WI

Abstract
Objectives:
Understanding families' quality of life can be important for interdisciplinary treatment planning. The present
study examined child and parent perspectives about how constipation and fecal incontinence affect
families' quality of life.

Patients and Methods:

Semistructured interviews were conducted with 8 children/adolescents and 8 caregivers. All of the children met
Rome II criteria for functional constipation. Interviews were analyzed by an interdisciplinary team using a
content analysis approach, which included developing a coding manual that described emergent themes from
the interview transcripts.

Results:
Qualitative and quantitative responses revealed the varied experiences of participating families. Child and
parent views may be misaligned, which can affect treatment planning and effectiveness. Families described
variable satisfaction with the treatment recommendations they had been offered and experienced difficulty
finding appropriate care. Children's social and family functioning were significantly affected by constipation and
fecal incontinence difficulties. Both children and parents described the challenges of discussing the problems
with others.

Conclusions:
Multiple domains of individual and family functioning are affected by children's constipation and fecal
incontinence difficulties, thereby affecting the quality of life of both children and their parents. The findings
underscore the need for providers to consider the influence of symptoms on adjustment to both the medical
condition and treatment adherence and discuss concerns with children and parents. The results provide the
foundation for developing a standardized tool for quantitative assessment of quality of life for children with
constipation.

Constipation is a common childhood complaint that may persist into young adulthood for one third of
patients (1). Current worldwide prevalence rates of this condition in children range from 0.7% to 29.6%, which
illustrates the potentially broad effect of the condition (2). Although there are several definitions of constipation,
the Rome criteria are the most commonly used in medical practice (3). The Rome II committee defined functional
constipation in preschool-age children and suggested the following criteria for diagnosis of functional fecal
retention in infants and children up to 16 years of age: history of at least 12 weeks of passage of large-diameter
stools at intervals less than twice per week and retentive posturing or avoiding defecation by purposefully
contracting the pelvic floor or gluteal muscles. Up to 80% of children with constipation also experience fecal
incontinence (4). A recent study (5) reports a prevalence rate of 4.4% for fecal incontinence for children seen in a
US primary care clinic. Although many children respond to treatment within 1 year, 1 longitudinal study (1) found
that approximately one third of children treated for constipation continued to have problems beyond puberty.

In addition, the study found that a higher frequency of fecal incontinence was associated with poorer long-term
outcomes.
Constipation and fecal incontinence difficulties in children lead to behavioral, social, and emotional problems,
which negatively affect both child and family quality of life (6–9). One large-scale study found that parents of
children with fecal incontinence reported a significantly higher rate of emotional and behavioral problems than
parents of children without fecal incontinence. The present study also indicated that children with fecal
incontinence more frequently reported being a victim or perpetrator of bullying and engaging in antisocial
behavior compared with children without fecal incontinence (7). Children with constipation report greater
impairment in quality of life than children with other gastrointestinal complaints (8).
Health-related quality of life (HRQoL) instruments are increasingly used to assess the effect of physical, social,
and emotional health on global functioning. Information from multiple informants (eg, child, parent) is valuable
for understanding multiple dimensions of functioning. Within clinical care, HRQoL reports are important tools
used to assess areas of concern for families, identify affected areas of functioning, and increase physician–family
communication regarding treatment and child functioning (10). More recent studies highlight discrepancies
between parent and child reports within specific domains of functioning for children with various chronic health
conditions. Parent and child reports align more closely for observable functioning and tend to diverge for
emotional and social functioning. These findings emphasize the importance of considering parent reports in
conjunction with child self-reports to better depict the child's overall functioning (11,12).
HRQoL within the area of functional gastrointestinal disorders has been studied extensively in adult populations
and more recently in pediatric populations. Disease-specific HRQoL questionnaires have been developed for
children with inflammatory bowel disease (13) and constipation (14). Given the sparse existing literature about the
HRQoL concerns of children with constipation and fecal incontinence, it is necessary to document the
multifaceted qualitative concerns and experience of families from their perspectives. This will provide a better
appreciation of families' experiences for both clinicians and researchers, instead of relying on the assumptions
of investigators (15).
The current investigation examined both child and parent perceptions of constipation and fecal incontinence by
using semistructured, in-depth interviews to comprehensively survey the effect of constipation and fecal
incontinence on child and family functioning. The in-depth interviews provided an opportunity to explore,
summarize, and quantify information that has previously been anecdotally discussed among health care
providers and families.

PATIENTS AND METHODS
Participants
Potential participants were recruited before or at their initial appointment in an interdisciplinary outpatient
constipation clinic at a Midwestern US children's hospital. Families were eligible to participate in the study if
their child was between the ages of 7 and 18 years and fluent in English. Children with an associated chronic
disease that could affect HRQoL were excluded. The present study was approved by a hospital- and universitybased institutional review board. A total of 24 families were approached during a 4-month period to participate
in the present study. Seven families chose not to participate because of not having enough time (n = 4), not
returning to the clinic after leaving for laboratory tests (n = 1), an inappropriate diagnosis (n = 1), and the parent
not wanting the child to know of the diagnosis (n = 1). Caregiver consent and youth assent were obtained from
17 families at the clinic visit, but 1 family was unable to participate in the interview because of time constraints.

Semistructured Interview

An interdisciplinary team of professionals, representing psychology, nursing, and gastroenterology, who work in
the constipation clinic developed questions for a semistructured interview that included both open-ended as
well as forced-choice questions in the following domains: constipation and fecal incontinence history,
symptoms, and circumstances; toilet use; treatment; and school and social functioning. To obtain the
perspectives of children and their parents, the primary respondent for each interview was either the child or the
parent. The parent and child interviews were similar in content, but the parent interviews asked about the effect
of constipation and fecal incontinence on both the parent and the child, whereas the child interview focused
primarily on the effect on the child. Examples of specific questions include the following: “Tell me about what
you/your family have done to help with your/your child's constipation and soiling”; “Are there any activities that
you/your child can't do because of your/his or her constipation and soiling difficulties? What is that like?” “How
often do you feel like you/your child can talk to other people (eg, friends, family members) about your/his or her
constipation and soiling difficulties? (never, almost never, sometimes, often, almost always)” The interviews
were conducted in the outpatient constipation clinic with no providers present. Each interview lasted 1 to 1½
hours. All of the interviews were audiotaped and transcribed.
In qualitative research, the sample size is determined in part by the research question (16). By sampling
individuals who can best answer the research question and are representative of the population of interest,
investigators strive to obtain data saturation and redundancy. Moreover, consideration must be given to the
sampling units that are obtained to ensure reaching data saturation. A goal of the data analysis was to
demonstrate that the emergent themes and subsequent coding system adequately represented the
perspectives of the study participants.

Qualitative Analysis
A content analysis was completed, which identified the frequency and variety of themes communicated in the
interviews (17). Members of an interdisciplinary team were able to provide discipline-specific technical and
clinical knowledge that was critical for understanding the content of the interviews and subsequent results (18).
First, all of the interdisciplinary team members independently reviewed 4 transcripts in depth and generated a
list of emergent themes. As a group, the team discussed the major themes that emerged, identified 59 individual
codes, and operationalized the code definitions. A unit was defined as a phrase, sentence, or series of sentences
produced by an individual before another person spoke. The N6 (NUD*IST 6; QSR International, Cambridge, MA)
software was used to facilitate the coding process and organize and manage the qualitative data. One graduate
and 2 undergraduate research assistants independently coded the same 4 transcripts. Coding discrepancies
were discussed among the coding and interdisciplinary teams, and codes were refined to accurately reflect the
participants' experiences. The remaining 12 interviews were then each coded independently by 2 research
assistants. To ensure coding reliability and rigor, N6 (NUD*IST) software identified agreement for individual
units. Each coding discrepancy was discussed by the coding team to ensure consensus and obtain 100%
agreement on every code for each single unit. The interdisciplinary team reviewed all of the units included in
each category and reached consensus agreement for each unit's assignment.

RESULTS
Eight interviews were conducted with the child/adolescent, and 8 interviews were conducted with caregivers
(eg, 75% were with mothers alone and 25% were mothers and fathers or stepfathers interviewed together). The
target youth ranged in age from 7 to 13 (M = 10.00, SD = 2.23), and the majority of youth were boys (69%). The
youth were white (81%) and African American (19%).

All of the participants met Rome II criteria for functional constipation (19): 50% had 2 or fewer defecations in the
toilet per week, 75% had at least 1 episode of fecal incontinence per week, 37.5% had a history of retentive
posturing or volitional stool retention, 81% had a history of painful or hard bowel movements, 50% had a
presence of large fecal mass in the rectum, and 94% had a history of a large-diameter stool that may obstruct
the toilet.
Comparisons of qualitative and quantitative responses revealed the varied experiences of participating families
with regard to how constipation and fecal incontinence affected their lives. Quotes extracted from the
interviews highlighted how parent and child views are often misaligned, which can affect treatment formulation
and effectiveness. The major themes and subthemes are summarized in Table 1, which also includes the
percentage of respondents who discussed the theme in their interview.
TABLE 1: Percentage of respondents discussing major codes and select subcodes
Major codes and subcodes
Duration
Knowledge
Interventions
Medical
Medication
Rectal exam or interventions
Seeking out information or services
Relationship with providers
Implementation of recommendations
Diet
Behavior
Punishment
Symptoms
Large stools
Smell
Fecal incontinence
Loss of appetite
Constipation
Pain
Bleeding
Nausea
Vomiting
Behavior changes
Eliminating evidence of fecal incontinence
Toileting
Toilet training
Toileting avoidance
Adjustment
Parent response
Support
Positive thoughts and emotions
Negative thoughts and emotions
Parent–child relationship
Child’s social functioning

Child interviews,
%
75
100

Parent interviews,
%
87.5
100

87.5
62.5
0
62.5
100
100
87.5
12.5

75
62.5
25
100
100
87.5
87.5
62.5

75
87.5
75
12.5
100
100
37.5
12.5
25
75
25
100
100
50
0
50
75
87.5
100
87.5

87.5
100
100
12.5
100
87.5
25
12.5
12.5
62.5
37.5
100
100
75
25
87.5
62.5
100
100
100

Child’s interactions with others at school
Child’s interactions with peers
Child’s interactions with family members
Siblings
Child’s interactions with other people (not included in previous
categories)
Activities
Academic functioning
Self-care/hygiene
Effect on family
Responsibility of caring for constipation
Financial implications
Parents’ interactions with others
In-school environment

100
87.5
100
62.5
100

100
100
100
62.5
100

100
25
75
50
62.5
0
75
87.5

100
12.5
62.5
75
100
100
100
100

Interventions
All of the participating families reported that the children had previously seen a doctor about their
constipation/fecal incontinence difficulties. Seventy-five percent of children and 37.5% of parents reported that
it bothered children a little or a lot to see the doctor. A child explained: “It was kind of scary and made me
nervous [to go see the doctor]. (What made it scary?) That I never told anyone else about that secret.” In
contrast, another child reported that “I just told her. I wasn't scared to tell her anything.” Although some
parents had positive experiences with their pediatricians, others reported feeling frustrated about the lack of
improvement in their child's condition.
Among the families who reported that they had tried enemas (37.5% of the children interviewed and 50% of the
parents interviewed), all of the respondents reported that it bothered the child a lot to receive enemas. A
parent described the experience as follows: “[The experience was] completely traumatic. So yeah, it was
traumatic for him. Yeah, the neighbors probably thought we were killing him. Broke my heart, I had to continue
through. It was just screaming, bloody screaming, yeah, and no success.” (This quote describes the emotions the
parent experienced when trying to follow a recommended medical intervention.)
Families described a range of other strategies that they tried to help with constipation/fecal incontinence
difficulties including taking medications, making dietary changes, and trying behavioral intervention strategies.
There was variability in children's emotions about how they felt about the things they were asked to do and
parents' emotions about what it was like to help their children with constipation and fecal incontinence
problems (Fig. 1). A parent explained that “It's hard to just stay calm and follow the doctors' suggestions about
not making a big deal of it.”

FIGURE 1: Percentage of parents and children experiencing emotions regarding caring for constipation and fecal
incontinence concerns.

Symptoms
Children's experiences with different symptoms were variable, with families most often discussing constipation,
pain, smell, fecal incontinence, and large stools. Notably, 87.5% of child respondents reported that they thought
their accidents smelled, but 75% said that it was not a problem or only bothered them a little. The majority of
children thought that other people noticed the smell almost never or sometimes. One child explained a
situation: “I was trying to tell them about something else instead and then they tell me about it—that something
stinks really bad.” The majority of parents (85.7%) said that their child's accidents smelled and that they were
bothered by the smell, whereas slightly fewer children (71.4%) were bothered by it. Parents described the mixed
perceptions: “Because I've had experiences where he, like, when he was still at school, when school was in
session, and he came out of his classroom, it was like (sharp breath) and he was like totally oblivious to the fact
that he smelled.”
Children and families described a range of strategies and situations in which children may avoid using the toilet
including at home, at school, and in public places. Families reported that children withhold because of fear (eg,
“She's afraid of public bathrooms, so she'll hold it.”), pain (eg, “He's saying he's trying to hold it in because it
hurts.”), not having enough time to go to the bathroom, not wanting to stop their activities (eg, “Because I used
to be, like, holding my poo and because I was into what I was doing.”), and trying to avoid the smell (eg, “He's
very sensitive to smells, and always has been…And that was the biggest issue of pooping, come to find out. As
soon as he even saw it in the toilet, he would throw up. Smell it, saw it, thought about it, he'd throw up. And
that's why he would hold it in.”).

Adjustment

All of the children reported that their mothers were the best people to talk to about their constipation and fecal
incontinence difficulties: “She talks to me about it. And she says it's OK—that other people have accidents, too.”
Families described the range of ways that constipation and fecal incontinence difficulties have not only affected
the parent–child relationship including contributing to increased conflict but also increased sympathy and
understanding for the child. One parent recognized the long-term effect on her child of the ongoing struggles:
“After 4 years of dealing with this of constantly getting yelled at and getting grounded, yeah, it's gotta make
someone feel like crap.”

Child's Social Functioning

In discussing the effect of constipation and fecal incontinence on children's social functioning, families discussed
the relevance of interactions at school, with family members, and with peers. More than half of the children
(62.5%) said that constipation and fecal incontinence bothered or worried them such that it affected their
school performance, and all of the parents reported that the problems affected school performance at least
sometimes. Reportedly, the majority of children's teachers, yet few peers, knew about the constipation/fecal
incontinence problems. One child said, “I don't tell any of my friends.”
Two mothers, who were divorced from their child's biological fathers, reported significant difficulties
communicating with their child's father about the condition and ensuring consistent treatment approaches
across households. One parent described, “[His brothers and dad and stepmom] have been teasing him—‘You
need to go back to wearing diapers again.”’
On forced-choice interview questions, the majority of children and parents reported that constipation and fecal
incontinence difficulties were “not a problem” when children wanted to go swimming, sleep over at a friend's

house, have a friend sleep over at their house, go on a trip, or visit other family members. However, qualitative
responses provided additional insight that was not reflected in the structured questions. A child described: “It
worries me a lot because sometimes I don't get to swim.” When asked about visiting other family members, 1
parent described: “I would say [it bothers/worries the child a little]. Yeah, because you just don't want to have
to deal with the issue because it would be different if he would clean himself up, and maybe once we get this all
resolved that won't be a problem.”

Effect on Family
Parents described constantly worrying and thinking about constipation and fecal incontinence concerns: “It's
become a daily conversation item in the house, you know, between my husband [and me], and one thing we talk
about every day is, has he pooped? You know? Did he clog the toilet or whatever. It's seeped into every part of
our life—even his little sister checking on him.” One parent described the importance of trying to keep a normal
routine, whereas another mother reported that she has become more tolerant, protective, and understanding
of her child.
Parents described the time spent and the ways that their child's condition has changed family or parent
routines. Parents explained that constipation and fecal incontinence problems have increased the amount of
time and money devoted to laundry. Parents described spending money on extra clothes (eg, underwear) and
disposable wet wipes to keep at school or bring on trips. The perception was that the expenses were “wasting
money.” One parent described the extent to which the constipation has affected family life: “Everything is
different. Everything from the way that we feed her to the way that we discipline. Everything.”
Frequently needing to check in and remind children about toileting and hygiene (eg, showering) needs was
described as typical by many parents—some describing it in a matter-of-fact manner, whereas others were
frustrated. One parent described an increased level of care that is inconsistent with age expectations: “I mean,
it's almost like going back and having an infant again, or a toddler, um, which is, you know, at 7 years old. He's
become more dependent. It's a change for us.” The reality of needing to manage administering medication
recommendations, visits to doctors and emergency departments, and daily care tasks within the context of
other personal obligations was underscored: “I work third shift so it kind of works out for me. ‘Cause see, I can
let her go clean her system, flush it before, you know, during the daytime. That way at night I know she'
comfortable when she sleep. And I can go to work.” Another parent explained the difficulty of managing her
child's and her own health condition: “With me, it works on my nerves. I really get sometimes so I just want to
choke her and choke the poop out or something. But I have my own health issues that I have to deal with and
it's very difficult sometimes to deal with hers because I feel she can avoid hers if she'd just follow protocol and
do what she's supposed to do.” (This quote underscores how intensely the child's constipation difficulties have
affected the mother.)

Interactions With Others

Although the majority of children (87.5%) said that they sometimes talked to other people about constipation
and fecal incontinence difficulties, parents responded that children never (44.4%) or almost never (33.3%) talk
to other people about the topic. Children described the notion of the problem being a secret, including 1 child
explaining, “I just don't tell nobody.” Children and parents described their interactions with other caregivers,
professionals, people in the community, and family members about the child's constipation and fecal
incontinence problems. Children and parents varied in the amount and type of people with whom they
discussed problems, but the other people who knew about the children's problems included family members,
school personnel, medical personnel (eg, pediatrician), camp counselors, close coworkers or family friends, and
mental health and legal professionals. Children described their parents as the ones who usually share the
information with school personnel and medical doctors. One mother explained, “It's not a secret. If they are

going to be involved with him, they are going to know.” Several caregivers described discomfort and the
difficulties discussing the problems with others: “And the only time I am embarrassed is if someone else would
mention it to me”; “I think that they [other people] have the same understanding that I've had all these years—
that he is being lazy.”

DISCUSSION
The results of the present study highlight the multiple domains of quality of life that are affected for children
with constipation and fecal incontinence and their families. The conditions themselves, as well as the behaviors
involved in managing and treating the condition, affect not only the child and his or her immediate family but
also extended family, friends, and members of the school community. The quotes offered by the participants
emphasize the dilemma of wanting and needing advice and recommendations for management and treatment,
yet feeling embarrassment about the conditions.
The use of qualitative methods in the present study allowed the interdisciplinary team to better understand the
perspectives of both children and families. Particularly informative were topics on which family members
disagreed or had different perceptions. This likely represents the conflict that exists within families regarding the
conditions and subsequently negatively influences HRQoL. The significant involvement of the interdisciplinary
team members in the data analytic process allowed for ongoing integration of professional knowledge from
multiple disciplines with a growing understanding of the data for both professionals and research assistants (18).
Although the existing literature is limited, the results of the present study are consistent with previous research.
In a study (20) examining children's experiences using school toilets, a specific concern noted by students, boys in
particular, was that they avoided using the toilet to defecate. In the present study, children also described their
concerns about using toilets outside their home and particular concerns about their ability to manage
constipation and fecal incontinence in the school environment. A recent longitudinal study found that children's
delayed development and difficult temperament traits, as well as maternal depression and anxiety, had an
effect on daytime wetting and fecal incontinence for children ages 4 to 9 (21). It is notable that concerns about
children's development, temperament traits, and maternal psychological characteristics were also discussed
during the course of the present interviews.
A review of the results reveals that the HRQoL concerns expressed by children and families are both similar to
and unique from the concerns experienced by patients with other chronic illnesses and their families. Working
together with treatment providers, managing symptoms and treatment recommendations, and assuming an
increased financial burden are concerns faced by other pediatric populations. However, the unique effect on
social functioning, the notion of the problem being “secret,” and the fact that the symptoms represent a delay in
meeting age-appropriate expectations are unique to constipation and fecal incontinence and thus potentially
affect child and family functioning differently. Previous research using a generic HRQoL instrument found that
the HRQoL of children with constipation was significantly worse than the HRQoL of children with inflammatory
bowel disease and gastroesophageal reflux disease (8). Yet general instruments are unable to evaluate the effect
of symptoms unique to children with constipation and fecal incontinence and the effects of therapeutic
interventions on HRQoL.
The lack of available instruments that assess HRQoL in children with constipation and fecal incontinence may be
due in part to the sensitive nature of the topic. As children enter middle childhood and adolescence, toileting
concerns may lessen. Thus, when concerns do exist, parents and children may be reluctant to discuss the
problems. Individual interviews are ideal tools for gaining critical insight into potentially sensitive subject areas.
In the present study data were collected until a point of saturation or redundancy was achieved (17,22). A
purposive sampling strategy was used in which the goal is to select a sample from which the most can be

learned, and quality and information richness are more important than quantity and information volume (22).
Recruitment from a constipation specialty clinic allowed for access to participants with documented
constipation and fecal incontinence concerns. The purpose of this qualitative study was to obtain in-depth
understanding of participants' experiences, and therefore the results do not necessarily generalize to all
pediatric patients with constipation and fecal incontinence. However, the participants did meet standardized
criteria for functional constipation, had fecal incontinence, and were seen in a range of medical settings before
their appointment in the specialty clinic. Because they were interviewed on their first visit, it was anticipated
that they would be primarily discussing their previous experiences in other settings. Even though the sample size
was adequate for the purposes of the present study, a larger sample size would be necessary for future
quantitative studies.
The present study provides rich information and fills a gap in the North American literature regarding the effect
of constipation and fecal incontinence on the HRQoL of the parent and the child. Although impairments
in quality of life for children with constipation and fecal incontinence have been documented (8), there is a
paucity of research examining the specific ways in which quality of life is affected. The results challenge
providers to consider the broad effect that constipation and fecal incontinence may have on patients and their
families and provide avenues for initiating dialogue to further develop a better understanding of families'
experiences. Moreover, this information can be used in the development of an assessment tool that can
quantitatively assess quality of life for children with constipation and fecal incontinence in a clinical setting. In
particular, the identified themes and quotes underscore the concerns of children and families and can be
translated into specific questionnaire item stems. Thus, the results are beneficial for both clinical and research
audiences.
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